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The ‘Scottish Model’ 


Facilitating research that is in the public interest whilst 
protecting individuals’ privacy 

Avoiding large data warehouses but ensuring data can be 
brought together efficiently to answer important research 
questions 

e Creating partnerships and networks across sectors (academia, 
public and commercial sectors). 


e But not selling data or allowing commercial companies direct 
access to individuals’ personal information 

e Sharing resources and expertise to create efficient public 
services (Campbell Christie report) 





http://www.scotland.gov.uk/Topics/Statistics/datalinkageframework 






Data Controllers and Public 


Worthwhile projects 
Public Benefit, scientifically and ethically sound 
& approved 


Safe 


Safe Data Safe Places Dpi 


(limited de (secure 
identified data 
data) centres) 


(SDC prior 
to release 
of results) 
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Public Engagement and Communication 














Admin data (OY Datasharing& À 
research centre linkage service 





Health | 





Privacy Advice 


























‘The Farr Institute of 


Health Informatics Research 


Me 


Administrative Data 
Research Network 
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The Scottish 


Government 
Riaghaltas na h-Alba 
National 
Records of 
=—_—. Scotland 


RE...) 
Strathclyde 
Glasgow 





University 
St Andrews 
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Scottish Informatics and 
Linkage Collaborative (SILC) 


Urban Big Data 
Centre 


Scottish Informatics and Linkage Collaboration 
(Provides shared services to various research initiatives) 


Y Shared Y Y 
Shared office computing Shared 
space at resources at indexing 
BioQuarter University of service at NRS 
Edinburgh 


eDRIS 
Research 
coordination and 
advice 





A 





Farr Institute @ Scotland 


To harness health data for Rê 
patient and public benefit ay 


UNIVERSITY 
or ABERDEEN 





by setting the international 
standard for the safe and 





University 
secure use of electronic F of Glasgow 
x University 
patient records and other “i NHS > 
population-based datasets um? Strathclyde 
SCOTLAND Glasgow 


for research purposes. 





One of four centres across the UK that make up the 


Administrative Data 
Research Network 


which is funded by 





ADRC- S is led by 





and brings together major Scottish research centres 


Urban Big Data Centre 





The Urban Big Data Centre (UBDC) is a research resource 
promoting the use of innovative methods and complex urban 
data to address global city challenges. 


Funded by the UK Economic 
and Social Research Council, 
the UBDC is a unique facility 
that brings together the 
expertise of urban social 


A University 
&Z of Glasgow 





El University of 





e . . . University of 
scientists, data scientists and BRISTOL Bİ Reading 
statisticians from the 

. e . f ; <= The NIVERSITY OF 
University of Glasgow and six VIC sys Çİ Gemi W CAMBRIDGE 





A Sheffield. 


partner universities. 


(ANYA DANÊ ANA NAYAN YAN YANA Lİ LİLİ PİPİ BİRİSİ PPP PPP 
VAKA NANANANANANANANANANANANANANANANANANANANANANANANANANANA! 






he National Safe Haven 
@ the Bioquarter 








Just switch it off and on again and it'll be fine’ 






Data Controller 2 


Personal 
Payload 
“a 


Key used to replace 
source ID before data 
passed for linking. 


Data Controller 1 


Payload 
Data #1 


Key used to replace 
source ID before data 
passed for linking. 






Personal 
Identifiers 
#1 






















Indexing 


Matches each set of personal identifiers against 
the DSLS population spine to create project 
specific keys that will be used for linking 










Data Linking 


Uses the keys to join the anonymised 
datasets 


Analysis in Safe 
Haven. dataset in the secure safe haven. 


‘Indexing Service @ NRS 
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Proportionate Management of Risk 





National 
Records of 
= m. Scotland 


*Separation of functions - no-one has access 
to all the data 


*De-identified data - remove the names and 
use index numbers to link 


*Trusted Third Party - the linkage service acts 
on behalf of the data controllers who can 
retain ownership of their data throughout 


*Safe Haven - researchers access data in secure 
environment, no record level data leaves this 
environment 


*Create and destroy - linked datasets are 
deleted after each project - we are not creating 
a datawarehouse 


The researcher analyses the anonymised joined 
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A named 
Person from 
tart to finish 


Provide analyses, eDRIS 
interpretation and 
intelligence about data 
(where required) 


Single point of entry 


Liaison with for health research Help with 
technical study design 
infrastructure 


Support projects 


(safe havens) from start to finish 


Build relationship Provide expert advice on 


Facilitate between data suppliers coding, terminology, 
completion of and customers meta data and study 
required feasibility 
permissions 
Liaison with data Agree deliverables and 


suppliers to secure timelines 
data 






How Do | Apply? 


e Different routes in 
e Health Research - Farr - eDRIS 


e Social Science Academic - ADRC / Urban Big Data - 
eDRIS 


e Government Route — DSLS 


e Other Organisations — depends on the combination of 
data 


e If in doubt start with eDRIS and they'll keep you right 


e All basically the same process 





> — 
Research Coordinators 
9 Initial triaging & scoping 


e Advise in key areas such as data availability, 
suitability and quality, coding, terminology, 
feasibility of study design 


e Guide through the use of the 
National Safe Haven 


e Analyse data and interpret results 
(when required) 








What Do | need? 


e You must show that this is stats or research - not for 
operational activity 
e You need to be able to show that your research is legal, 
ethical and in the public interest 
e Legal consideration - can the data be used for the 
purpose? 
e Ethical consideration - ethics panel or equivalent 


e Public Interest - oversight by some relevant body eg 
Pubic Benefits and Privacy Panel, a PIA etc 
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What else do | need? _ 


e All Researchers must undertake appropriate IG 
training 


e Approval lasts for 3 years 


e Provide copy of certificate to RC to hold in our 
records 









Seems like a lot .... but it isn’t 
e Research coordinators will help with all of this 


e This all helps to get access to the data 
e Retains public confidence 


All you need to start is an 
idea XA 
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Contacts to get started © 


Academics 
eDRIS - 0131 275 7333 - nss.edris@nhs.net 


Scottish Government, agencies etc 
Dr Shona Rennie, OCSSA 


Everybody else 


Contact eDRIS in the first instance 










Thank you for listening and any 
questions? 


Gerry Donnelly 
NRS 


www.isdscotland.org/edris 


www. farrinstitute.org 
www.adrn.ac.uk/about/research-centre-scotland 


www.ubdc.ac.uk 


www.gov.scot/Topics/Statistics/datalinkageframework 


